Objective. The objective of this study was to explore patients' experiences of RA daily life while on modern treatments.
Introduction
RA is a chronic, progressive and systemic autoimmune disease characterized by fluctuating symptoms such as pain and fatigue and unpredictable flares of disease [1, 2] . During the past decade there has been a major change in the use of newer drugs (anti-inflammatory, disease-modifying and biologic agents) that are effective in achieving a response [3, 4] . However, the literature has not explored how RA patients now experience daily life regarding symptoms or impact with no qualitative studies for over 10 years. Previous research has shown that the fluctuation and uncertainty [5] of RA and a non-compliant body [6] can impact on patients' abilities to continue activities they consider necessary or pleasurable [7] , but little is known about whether this impact is reduced as symptoms decrease on modern medication regimes.
A range of self-management and coping strategies are recommended to help patients minimize the impact of RA on their lives [810] . However, it is currently not known which strategies patients use, nor how frequently they are used while being treated according to current practice. Disease flares often prompt patients to seek medical help, but how patients distinguish a flare from daily symptom fluctuation, how severe their symptoms must be before they use additional self-management techniques and how long they self-manage before seeking help remain unknown. A recent qualitative study [11] identified that patients are more likely to seek medical help as their self-management strategies increase and their uncertainty as to whether they are in a flare decreases, but not why patients delay, nor their final tipping points for seeking help. The current study aimed to explore how RA patients experience daily life on treatments in current practice (i.e. some, but not all patients on more aggressive treatment regimes, depending on disease severity), how they self-manage their symptoms both in daily life and in flare and how patients decide they are in an RA flare and what the barriers and prompts are for helpseeking.
Patients and methods

Patients
Patients attending outpatient clinics with confirmed RA [12] for >2 years (sufficient time for their RA to have settled into a level of daily symptoms normal for them) and who had experienced a self-defined flare (Have you ever experienced a flare?) during their disease were invited by the researcher (C.F.) to participate in semistructured interviews. Patients from two NHS Trusts in different socio-economic areas and with different methods for accessing help were purposively sampled (using a sampling frame) to reflect a range of age, gender, disease duration, disability and drug treatment. Fifteen of 65 invited patients (23%) agreed to participate. The reasons for declining included being too busy or having recently participated in other research.
Methods
A topic guide (Table 1) based on a literature review and discussions with patient partners (P.R., A.K.) was used to facilitate discussion in the interviews, which followed an iterative process [13] , with new concepts emerging during data analysis explored in subsequent interviews.
A pre-interview questionnaire captured demographic data, disability (HAQ) [14] and patient-perceived disease activity (visual analogue scale). One-to-one semi-structured interviews lasting 4590 min were conducted by an independent researcher (C.F.) in non-clinical outpatient rooms, digitally recorded and transcribed verbatim. New interviews were conducted until data saturation was reached. Participants gave informed consent and ethics approval was granted by the Frenchay NHS Research Ethics Committee, (10/H0107/17).
Analysis
Data were analysed using inductive thematic analysis [15] , a method for identifying, analysing and reporting patterns (themes) within data without trying to fit it into a preexisting coding frame or the researcher's preconceptions [15] . Thematic analysis is a method in its own right, but not bound to any theoretical framework [15] , complementing the pragmatist approach taken here [16] . Pragmatism is guided by the researcher's desire to produce socially useful knowledge [17] and takes a bottom-up approach, prioritizing methods over epistemology and ontology [18] . Data were analysed using Braun and Clarke's guidelines [15] and managed using NVivo 8 (QSR International, Doncaster, Victoria, Australia) [19] . One researcher (C.F.) analysed all transcripts, with two transcripts independently analysed [20, 21] by two researchers (S.H., M.M.) and a patient partner (P.R.), who reached comparable conclusions.
Results
Fifteen patients (12 women) participated [mean age 51.1 years (S.D. 11.8), mean disease duration 14.8 years (S.D. 8.6)] (Table 2 ). Thematic analysis identified three overarching themes relating to the experience of living with and managing RA (Fig. 1) , with an underpinning theme of balance (Fig. 2 ).
Theme 1: living with RA in the background In normal daily life, patients experience RA as a constant background reality, often being aware of their symptoms. However, to keep their RA in the background, patients describe how they must continually micromanage both their symptoms and their daily lives to accommodate their RA. (i) 'It's not going to get the better of me': the impact of RA on daily life, and its mediation
Even with new treatment regimes, which are deemed more effective, patients experience symptoms such as pain and fatigue in normal daily life:
A normal day, um...trouble getting out of bed really and sort of walking. My feet are very sort of painful and um, but that sort of gradually goes. And then shower and then try and get the kids up and dressed and struggle down the stairs, and then breakfast, take the kids to school, um absolutely exhausted at the end of that. (Participant 1, F, 44, anti-TNF)
Patients experience a number of physical restrictions in their daily life due to their RA symptoms, which they must find ways of overcoming. Some deal with this by carrying on despite their symptoms to maintain their normal lives or by accepting that certain activities will have future consequences:
I just couldn't be kept in the house so it would still be agony and I would try and drive [demonstrates steer- Even with current, more aggressive treatments, patients feel the need to micromanage their symptoms and activities on a daily basis:
If I was just printing something I will get up and go to the printer I won't just wait and print a whole load and then go up at one point...because otherwise you do seize up and that causes a lot more pain. (Participant 3, F, 37, DMARDs) I am conscious not to stay still for too long because if I do that then you feel that when you get up to go then um you find your ability to do that has been sort of kinda reduced. Due to unpredictable symptoms many patients find it difficult to make plans, as they may have to be cancelled or altered because of pain, stiffness or fatigue:
I do suffer quite a lot from fatigue, so it really depends how much energy I have to do that and then also if something's quite sore I might not want to, you know, I might cancel a shopping trip if I've got a very sore knee or ankle or something, knowing that it's going to aggravate it. Theme 3: dealing with RA in the foreground As the RA flare takes hold, patients report that their RA can no longer be ignored or pushed into the background and attempt to regain control of their RA and their lives. However, once their self-management strategies can no longer contain their increasing symptoms, patients decide that they have no choice but to seek medical help.
(i) 'I just try anything': trying to regain control When patients are in a flare, they can feel like they are losing control and will employ a number of strategies in an attempt to regain that control, including hot and cold packs on swollen or aching joints, resting, pacing and increasing their analgesics or anti-inflammatories: 
Discussion
Patients reported experiencing a background level of symptoms daily that they must micromanage; life was seen as unpredictable and uncertain due to the fluctuating nature of RA, with a need to maintain a delicate balance in every aspect of their lives to reduce the impact of RA; www.rheumatology.oxfordjournals.org they delayed seeking medical help for their RA flares, as they employed crisis management techniques.
Even on current more aggressive treatment regimes, which have been deemed more effective [3, 4] , this study found that patients are not symptom-free, experiencing at least a baseline level of symptoms daily. For the first time it is revealed that patients being treated according to current practice must micromanage their symptoms, putting adjustments in place throughout their day to reduce their impact (Figs. 1 and 2) . Despite advances in treatment, patients still report life with RA as full of uncertainty, as they did 20 years ago [5] .
Patients reported the need to retain balance in their lives to reduce the impact of RA (Fig. 2) , balancing daily symptoms with self-management techniques and balancing the need to maintain identity and independence through weighing the consequences and making compromises. Patients seemed to reconcile their pre-RA identity with their new identity as a person with RA, either by incorporating RA into their identity or by acknowledging and defining the two identities as separate. This apparent separation of the two aspects of self may be a strategy to maintain normality, a need identified in previous research [22] .
While it has been suggested that patients seek help for flares when their self-management increases and their uncertainty regarding a flare decreases [11] , this current study reveals an additional stage: decisions to delay. Some patients delay help-seeking, seeing it as a last resort while employing crisis management techniques on top of their other strategies, which has important implications for self-management support and information giving (Fig. 1) . However, these barriers and tipping points for seeking help may be different in other settings, e.g. whether the patient sees the general practitioner or rheumatologist, waiting times, distance to the hospital, availability of specialist nurses, cultural backgrounds and free vs private health care.
The current study identified that life with RA fluctuates between RA being in the background and being in the foreground of patients' lives. The Shifting Perspectives Model [23] suggests that in chronic illness, the need to make sense of their experiences means people continually switch perspective from illness to wellness. However, these data differ significantly in that the fluctuating nature of RA means that it is the individual's symptoms and their ability to manage them that drives this shift in perspective. Further, people with RA appear to move back and forth along on a continuum from RA being in the background to becoming aware of increasing symptoms to RA being in the foreground rather than experiencing a simple switch from wellness to illness, leading to the preliminary fluctuating balances model (Fig. 2) .
This study may have limitations due to sample size, but data saturation was reached by interview 13 [24] . Only three male patients participated (20%), a slightly lower proportion than the usual male/female ratio in RA [25] . This study sampled for a range of drug treatments, whereas two samples of modern vs older treatment would have enabled a qualitative comparison between patients according to their drug treatment. The strengths are that this study sampled for a range of age, disease duration and disability from six consultants across two NHS Trusts, thereby accessing a range of disease experiences and care pathways, and patients were involved in the study design and data interpretation (P.R.).
These data provide important information about life with RA for patients being treated according to current practice. The preliminary fluctuating balances model of symptoms, self-management and decisions for help underpinned by a need for balance provides useful information for clinicians who need to support and facilitate self-management in patients. Further research needs to quantify the level of symptoms still experienced in daily life while on current treatments; to identify whether there are common issues or patients with similar characteristics when defining flare and seeking help (which could be addressed in patient education); and to examine the suitability of the preliminary fluctuating balances model in explaining patients' experiences of life with RA.
Rheumatology key messages
. Patients constantly employ preventative strategies to micromanage their RA and keep their lives in balance. . Help-seeking is a last resort; RA patients wait until they feel they have lost control.
